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ABSTRACT 
The plan of care in occupational therapy for caregivers of children with acquired brain 
injury (ABI), created through goal setting, is the foundation for providing services in a 
pediatric neurorehabilitation setting. During the first year after the injury, caregivers 
often experience gaps in education, feelings of decreased competence, and decreased 
understanding of the recovery process. These factors can make developing goals a 
challenge for caregivers and service providers alike. Although a number of goal-setting 
mechanisms exist, they currently lack options sensitive to this population’s unique needs. 
This project set out to explore the clinical barriers involved in goal setting in pediatric 
rehabilitation and to develop a relevant solution that guides the process. The results 
identified two theoretical models to use as “lenses” by which the problem was explored 
and understood. An explanatory model was developed to highlight relationships among 
contributing factors. A thorough review of evidence was conducted and synthesized to 
support the explanatory model, and existing solutions explored. Shared-decision making 
in healthcare through the use of decision aids was identified and investigated as a 
promising direction for solution development. The Guide for Occupational ALliance 
  ix 
(GOAL) in Pediatric Rehabilitation is a shared decision-making and measurement tool 
designed to facilitate collaborative goal setting with caregivers of children with ABI. The 
GOAL fosters a family-centered approach that provides education while facilitating 
discussion around caregiver preferences. Additionally, it gathers helpful outcome data on 
caregivers’ comfort and satisfaction with goal setting in order to gauge change over time. 
The GOAL implementation will involve gathering insights, testing the tool, and 
disseminating the findings. It will be evaluated in three phases: Phase 1, a needs-
assessment process involving collection of caregiver and clinician data; Phase 2, a pilot 
test of the GOAL to explore its effectiveness, content relevance, validity, and benefits; 
and Phase 3, a repeated measure-outcomes study to understand its reliability, validity, 
and effectiveness. The GOAL provides an opportunity to enhance collaboration during 
goal setting with caregivers of children with ABI and their occupational therapy service 
providers for optimal outcomes.  
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CHAPTER ONE: INTRODUCTION 
Background 
Brain injury is the leading cause of disability and death in children and 
adolescents in the United States. It accounts for 37,000 hospitalizations and more than 
2,600 deaths among those aged 0 to 14 years each year (Brain Injury Association of 
America, 2012). Specifically, the term acquired brain injury (ABI) describes traumatic 
brain injuries and nontraumatic injuries that occur after birth, including cerebral vascular 
accidents (commonly known as stroke), tumors, lightning strike, and loss of oxygen to 
the brain. Children who have sustained a moderate to severe ABI will likely undergo a 
rehabilitation process, ranging from months to lifelong, with a team of interventionists 
comprised of a variety of healthcare disciplines. Occupational therapists are frequently 
members of the rehabilitation team for these children and their caregivers. 
With each of these injuries, particularly those considered moderate to severe, 
caregivers face the reality that their children will no longer be the same. Immediately 
following the injury, they are expected to move ahead and manage their children’s 
extensive care needs, including participation and engagement in the occupational therapy 
(OT) goal-development process. The process of determining appropriate OT goals for the 
injured child often involves establishing a parent-provider partnership to understand how 
the child is currently performing in his natural environment. 
Additionally, the occupational therapist strives to understand the parents’ 
functional priorities for the child and facilitate discussion around the family’s 
expectations and vision for the recovery process. During this dialogue, parents provide 
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crucial insight around the child’s activity preferences, former levels of independence and 
skill, barriers for performance in the home and other contexts, and so forth. From there, 
functional goal areas are identified.  
Leach, Cornwell, Fleming, and Haines (2010) discussed the crucial component of 
the therapist initially orienting the family and patient to the goal-development process by 
first defining the term goal as it relates to rehabilitation service provision. This will help 
the therapist, family, and patient begin from a similar starting point to ensure 
understanding the desired outcome of creating goals collaboratively. Ideally, a functional 
goal is considered most effective when it follows the SMART acronym criteria: Shared—
the goal is based on a collaborative discussion of priorities among the family and 
intervention team; Monitored—the occupational therapist monitors the child’s progress 
toward the goal and modifies as needed; Accessible—the goal is considered realistic and 
achievable; Relevant—the goal has meaning to the child and family member; and 
Evolving—the goals are consistently able to be updated and revised as needed (Hersch, 
Worral, Howe, Sherratt, & Davidson, 2012). 
As straightforward as the goal-setting process may seem, caregivers often are not 
ready to provide extensive input toward goal development due to the significant shift 
their child and their own lives have taken (An & Palisano, 2014; Brewer, Pollack, & 
Wright, 2014). From the perspective of a parent with a child who recently has been 
traumatically injured, setting goals is often an overwhelming and stressful task (Leach, 
Cornwell, Fleming, & Haines, 2010). Parents report they are unsure of where to begin. 
Their child is no longer the child they knew, and the family is likely unfamiliar with what 
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to expect from the rehabilitation and recovery processes. This lack of understanding can 
put the caregivers in a highly vulnerable, fragile state initially because their most 
significant life roles as parents have been altered substantially. In turn, they are often 
unsure of what to expect from OT services and how to engage fully in setting goals for 
their child’s care. 
Leach et al. (2010) illustrated that families may seek significant support from the 
clinician during the goal-development process, particularly if they are facing a newly 
identified or acquired disability. In fact, they may require such extensive guidance that 
they ask the clinician to somewhat dictate the plan of care; from there, the clinician can 
work to empower the caregiver(s) and client over time. Regardless of setting (inpatient 
rehab, outpatient rehab, community services, etc.), if the clinician does not foster active 
participation and dictates goals to the family due to their hesitation to participate fully, 
there may be a negative impact on the ideal child- and family-led nature of OT services. 
The problem this project aims to address is that, despite the availability of goal-
setting tools that are useful and effective in a variety of settings, none have proven 
clinically useful or relevant with caregivers of children who recently underwent trauma. 
Parents of children with newly acquired brain injuries often experience an initial lack of 
knowledge and confidence to make pivotal decisions regarding their children’s care and 
functional status. Use of tools that do not sufficiently meet their needs, answer their 
questions, or contribute to their waning sense of empowerment may result in confusion 
and frustration, which are counterproductive in the care and empowerment process.  
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Importance of the Problem 
“Client-centeredness has always been an essential tenet of occupational therapy. 
In pediatric occupational therapy, the client is expanded to encompass the family in 
recognition that child and family are inextricably linked” (Case-Smith, 2015, pp. 33–34). 
To provide client- and family-centered services, the occupational therapist’s role is to 
work with the patient and caregivers to develop functional goals that best meet the needs 
of the child and family unit. Education and training are foundational components of OT 
service provision. The American Occupational Therapy Association (AOTA, 2014) 
defined a crucial role of the occupational therapist as an educator, stating the clinician is 
responsible for conveying “knowledge and information about occupation, health, well-
being, and participation that enables the client to acquire helpful behaviors, habits, and 
routines” (p. S31). The AOTA also stated that OT goals are to be developed in a client-
centered manner that involves active participation with both the client and the caregiver. 
The AOTA Code of Ethics Principle 3 addresses the importance of autonomy for clients 
and caregivers, highlighting the need for families to make active care decisions 
throughout the service provision process. 
Ideally, the goal-setting process should be collaborative, with child- and family-
focused objectives leading the discussion (An & Palisano, 2014; Baldwin et al., 2013; 
Scobbie, Dixon, & Wyke, 2011). The AOTA (2014) clearly delineated the need to 
develop goals collectively by “encouraging clients to describe their therapeutic concerns, 
identify their own goals, and contribute to decisions regarding therapeutic interventions” 
(p. S42). Additionally, they stated the importance of OT practitioners being in tune with 
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the client and family’s foundational needs and being mindful of the often-complex issues 
and relationships involved. The goal of OT intervention, on the part of the clinician, is to 
“shift the power of the relationship to allow clients more control in decision making and 
problem solving” (p. S12). For a family initiating OT services due to a child’s newly 
acquired brain injury, the needs and dynamics are often complicated and unique and 
require individualized family-centered decision-making and goal-oriented problem 
solving. 
Enhancing Shared Goal Setting 
The role of the occupational therapist is to ensure that not only the child’s 
occupational performance, but also the family's performance as a whole, improves. 
Through use of a shared decision-making and outcomes-based goal-setting tool geared 
toward the needs of this population, the occupational therapist can facilitate active 
decision-making on the parents' part from the beginning of the recovery process in a 
respectful, coordinated, and structured way. The overall goal is to increase participation 
on the part of both the children and the caregivers in OT intervention and home 
carryover. Such a tool will not only provide education and care strategies, but also reflect 
an understanding of that child’s personality and interests. Outcome opportunities will be 
incorporated to gauge change over time. The use of this type of multifaceted tool will 
help facilitate an increased sense of empowerment and competence on the part of the 
caregivers for managing their children’s care and integrating the children back into their 
natural environments. As a logical next step, the following section highlights findings 
from a thorough review of the literature focusing on barriers to goal setting with this 
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population, as well as an evaluative summary of existing solutions. 
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CHAPTER TWO: THEORETICAL AND EVIDENCE BASE 
Overview of the Problem 
During the first year after a child experiences an ABI, OT service provision 
focuses on ensuring the child’s needs are met and on maximizing recovery. The 
occupational therapist is responsible for partnering with caregivers to establish a timely 
plan of care for the child. The caregivers, the true experts on the child, are suddenly 
placed in the heart-rending position of uncertainty regarding how to proceed with the 
child’s care (An & Palisano, 2014; Brewer et al., 2014; Cole, Paulos, Cole, & Tankard, 
2009; Kirk, Fallon, Fraser, Robinson, & Vassallo, 2014; Moore et al., 2015; Playford, 
Siegert, Levack, & Freeman, 2009; Rodger, O’Keefe, Cook, & Jones, 2012) and look to 
the healthcare service providers for ongoing guidance. The occupational therapist must 
efficiently address the family’s ability to adapt to their child’s change in functional status 
and newfound daily needs while balancing the unique vulnerability of these caregivers.  
The following explanatory model (Figure 1) was developed to visually 
demonstrate the various and complex dynamics involved in OT goal setting with this 
population of families. The model demonstrates the crucial and foundational role of 
functional goals in the development and provision of the OT plan of care. During the first 
year post-ABI, these goals are developed via a complex balancing act by the occupational 
therapist as service provider, along with the child’s caregiver, to ensure the needs of the 
injured child are addressed and kept at the forefront of intervention. As straightforward as 
this process may seem, the literature review uncovered—and the model highlights—the 
emotionally charged elements and gaps in education, competence, and understanding 
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involved in both the occupational therapist and caregiver experiences that ultimately 
challenge reaching equilibrium with OT goal development. In addition, the model depicts 
the current lack of an available mechanism that is sensitive to all components shown to 
help service providers guide the crucial goal-setting process with these families. 
 
 
Figure 1. Explanatory model of goal setting in OT with caregivers of children with 
ABI during the first year of pediatric rehabilitation service provision. 
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From the perspective of a parent with a child who was recently traumatically 
injured, setting goals is often an overwhelming and stressful task (Leach et al., 2010). 
Parents report feeling deficient in a number of areas around the child’s care, including 
confidence regarding managing the child’s care needs (Aitken et al., 2009; Clark, 
Stedmon, & Margison, 2008; Collings, 2008; Hermans, Winkens, Winkel-Witlox, & van 
Iperen, 2012); knowing what to expect from rehabilitation services and how to fully 
engage in setting goals for their child’s care services (An & Palisano, 2014; Brewer et al, 
2014; Playford et al., 2009; Rodger et al., 2012); education regarding the ABI diagnosis 
and recovery process (Brewer et al., 2014; Brown, Whittingham, Boyd, & Sofronoff, 
2013; Cole et al., 2009; Kirk et al., 2014; Roscigno, Grant, Savage, & Philipsen, 2013), 
understanding about the plan of care (An & Palisano, 2014; Brewer et al., 2014; Playford 
et al., 2009; Rodger et al., 2012), and readiness to participate in determining goals for 
their child (An & Palisano, 2014; Brewer et al., 2014; Brown et al., 2013; Cole et al., 
2009; Kirk et al., 2014; Moore et al., 2015; Playford et al., 2009; Rodger et al., 2012). 
While keeping the caregiver and child's needs at the forefront, the OT practitioner faces 
his or her own set of challenges and clinical responsibilities, including development of a 
timely care plan (An & Palisano, 2013; Plant, Tyson, Kirk, & Parsons, 2016), managing 
caregiver uncertainty about engaging in OT goal development (An & Palisano, 2013; 
Plant et al., 2016), ensuring client and child needs are incorporated into the goal-setting 
process (Laxe, Cieza, & Castano-Monsalve, 2015; Plant et al., 2016), identifying the 
service needs of overwhelmed caregivers, having decreased time available for goal-
setting discussions, and acquiring clinical experience with these families to feel effective 
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as a clinician (Plant et al., 2016). 
Occupational therapists use a variety of well-developed tools that can typically 
help frame the goal-development process during initiation of OT services. These tools 
include the Canadian Occupational Performance Measure (COPM; Law et al., 2000), 
Goal Attainment Scale (GAS; Mailloux et al., 2007), and the Paediatric Activity Card 
Sort (PACS) assessment (Mandich, Polatajko, Miller, & Baum, 2004). Although these 
tools have been found to be particularly useful and effective in goal setting for families in 
a variety of settings and populations, it is not clinically realistic to expect parents of 
children with recent ABIs to use them effectively. These various factors affect the 
caregiver’s ability to make pivotal decisions regarding the child’s care and recovery 
process. Approaching parents with tools that often ask them to rank the importance of 
functional activities or the child’s frequency of participation in routine tasks may result in 
the parents' confusion and frustration due to the dramatic decrease in their child’s 
functional status. This, in turn, can be counterproductive to the service provision and 
caregiver empowerment process.  
Theoretical Foundation of the Problem 
During the extensive rehabilitation process, parents of children with an ABI face 
difficult decisions for their newly-injured child: a child whom, they are realizing, will 
most likely never be the same. Immediately following the injury, parents are expected to 
move ahead and manage the child’s extensive care needs, including participation and 
engagement in the child’s OT goal-development process. Engaging actively in this 
process and making decisions regarding their child’s function and recovery is a process 
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rather than a one-time experience. Two theoretical frameworks inform the understanding 
this process's complexities. The Transtheoretical Model (Prochaska & DiClemente, 1983) 
focuses on the stages involved in this process as individuals begin to accept the situation 
and actively change their behavior to become more empowered and proactive. Procheska 
(2008) detailed the model’s stages as precontemplation, contemplation, preparation, 
action, maintenance, and termination. The individual advances from one stage to another 
based on the sense of readiness demonstrated for increased participation. 
According to Procheska (2008), a lack of awareness of the need to make a change 
characterizes the precontemplation stage. Typically, the individual in this readiness stage 
has a negative focus on the situation and is not yet motivated to change or participate. 
Caregivers of children with an ABI may present in this phase as though having difficulty 
coping with their situation post-trauma and unready to begin to move forward and 
participate actively in setting goals for OT services. Contemplation involves thinking in a 
more balanced way, weighing the advantages and disadvantages of change somewhat 
equally. Due to their neutral feelings about engaging, people in this stage do not yet feel 
ready to take action. Therefore, the caregivers of a child with an ABI may be ready to 
absorb educational information and consider the benefits to engaging in OT services, but 
not feel equipped to integrate the ideas into the home environment or actively participate 
in goal setting. The action stage is characterized by individuals considering taking action 
and committing to a new behavior as they begin to see more benefits from participating 
more fully. They are open to learning new ideas and incorporating change into their lives. 
In this phase, caregivers of children with ABI demonstrate a more active role in 
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determining goals for their children’s function and actively address these goals in the 
home and other natural contexts. The maintenance stage consists of people continuing to 
engage in and incorporate these changed behaviors regularly. The model’s authors 
recommend considering the individual’s readiness stage during intervention provision 
through the techniques of motivational interviewing and clinical reasoning.  
The Decisional Conflict Model is a theoretical approach focusing on the decision-
making process while under stress. Specifically, it examines the inner conflict that can 
occur based on the dynamic of stressors and resources available to address the problem 
(LeBlanc, Kenney, O’Connor, & Légaré, 2009; Légaré, LeBlanc, Robitaille, & Turcotte, 
2012; Sáez de Heredia, Arocena, & Gárate, 2004). Specific factors are thought to 
contribute to the inner sense of decisional conflict, including inadequate knowledge and 
understanding of choices, uncertainty regarding the pros and cons of the choices, and a 
lack of support or resources during the decision-making process (LeBlanc et al., 2009; 
Légaré et al., 2012). 
The Decisional Conflict Model highlights the emotionally charged inner struggle 
so many parents of children with ABI face when asked to identify functional goal areas 
for treatment, due to the stress they experience after a child has been injured. This is 
typically an emotionally loaded process, and the caregivers involved often need 
education, support, and a means to discuss and process the choices for approaching their 
child’s care comfortably. 
Both the Transtheoretical and Decisional Conflict Models are theoretical “lenses” 
by which the problem is explored and understood in this study. The Transtheoretical 
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Model is useful to comprehend how changing behavior and committing to a lengthy 
rehabilitation regimen is a difficult and lengthy process. Intensified by unknowns about 
the child’s injury, outcomes, and future, the process can be daunting. Additionally, the 
Decisional Conflict Model is a key component to addressing the parents’ psychological 
strain that comes with decision-making and the reality regarding the newly injured child’s 
functional goals. 
Through examining the evidence and developing an explanatory problem model, 
we more thoroughly understand the experiences of both OT practitioners and caregivers 
of children with an ABI during the first year post-injury while working together to 
support the child. There are emotional issues to address, significant uncertainties about 
which to be mindful, grief with which to empathize, and no crystal ball to determine an 
accurate outlook about the children’s ultimate outcomes. During this time, parents 
struggle to know what to expect from the rehabilitation process and look to the 
occupational therapists to help structure OT services. Occupational therapists look to the 
caregiver for an increased understanding of the essence of the child pre-injury, in order to 
harness those passions and motivations toward more successful intervention. Current 
goal-setting mechanisms do not capture the balance of a patient-centered approach with a 
population that is uncertain about what the next few months and years will bring. Goal 
setting is emotional. It is multifaceted. It requires balance. An appropriate tool is needed 
to establish stability for these families by meeting them where they are in the goal-setting 
process. In turn, stronger clinical relationships can develop between practitioners and 
caregivers to more fully maximize the child’s recovery. 
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Previous Attempts to Address the Problem 
An extensive literature review was conducted to assess current supports for 
collaborative client-centered goal setting. The search examined the Cinahl, PsychInfo, 
PubMed, and ERIC databases and resources of the Can Child Institute, and included the 
terms “decision making,” “decision aid,” “decision map,” “education strateg*,” 
“education map,” “education tool,” “caregiver,” “parent,” “pediatric,” “child,” “traumatic 
brain injury,” “hospital education,” “healthcare education,” “decision guide,” 
“rehabilitation,” “goal setting,” “occupational therapy,” “goal development,” “goal,” and 
“shared decision making.” Articles that included evidence-based support, ideally via 
meta-analyses or systematic reviews, were prioritized. Additional sources that offered 
background or additional valuable perspective from experts in the field were also 
considered. See Appendix A for a chart delineating the references used and information 
uncovered. 
Family Needs for Goal Setting 
For caregivers of children with an ABI, setting client-centered goals for OT 
intervention is typically a challenging process. In fact, many clients and families, 
particularly in the initial portion of the recovery phase, prefer the clinicians direct how 
the rehabilitation process works, as well as how functional areas are approached 
(Kreutzer, Marwitz, Goodwin, & Arango-Lasprilla, 2010; Playford et al., 2009; Rodger 
et al., 2012; Stevens, Beurskens, Köke, & van der Weijden, 2013; Thompson, 2007). 
Often, these families do not feel prepared to participate in extensive discussions that 
require them to provide preferences around goal-setting areas to be addressed in 
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treatment. As one might assume, these families are uncertain about what lies ahead for 
their children and their families as a whole (Kreutzer et al., 2010; Playford et al., 2009; 
Rodger et al., 2012; Stevens et al., 2013; Thompson, 2007). They want information and 
guidance, as well as someone with experience, to help facilitate service provision 
(Kreutzer et al., 2010; Plant et al., 2016; Playford et al., 2009; Stevens et al., 2013; 
Thompson, 2007). Most of all, many of these families want hope—hope that their 
children will someday recover and thrive (Kreutzer et al., 2010). Often, these families 
rely on the occupational therapist and other members of the rehabilitation team to provide 
information and guidance along with an essential sense of cautious optimism and 
encouragement (Kreutzer et al., 2010; Playford et al., 2009; Thompson, 2007). At first, 
during initiation of the recovery process and therapy service provision, the family’s main 
client-centered goal is to receive both information and reassurance from someone who 
understands such a daunting and emotional process (Kreutzer et al., 2010; Playford et al., 
2009; Rodger et al., 2012). 
Clinicians Needs for Goal Setting 
Caregivers of children with ABI are not the only ones tentative about engaging in 
the goal-development process. Setting goals in a client-centered manner with families and 
children post-head injury can be challenging from a clinical standpoint, as well (Barnard, 
Cruice, & Playford, 2010; Kolehmainen et al., 2012; Plant et al, 2016; Rodger et al., 
2012; Ziviani, Poulsen, Kotaniemi, & Law, 2014). A variety of factors complicate the 
process, including the needs to maintain a balance between hands-on intervention and the 
often-extensive time involved in providing education and understanding the family’s 
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needs (Plant et al., 2016; Rodger et al., 2012); communicate effectively with families 
struggling with the concept of discussing specifics of the child’s limited ability to 
function and seeking bigger-picture answers about the overall outlook for recovery 
(Kreutzer et al., 2010); develop consensus with the family and reflect this alignment via 
clinical documentation that will ultimately guide the plan of care (Barnard et al., 2010); 
gain experience in navigating sensitive topics around goal expectations to avoid family 
and client disappointment that could ultimately result in loss of rapport and trust 
(Kreutzer et al., 2010; Plant et al., 2016; Thompson, 2007).  
Goal-Development Tools 
Currently, a number of widely used clinical tools can be for goal setting in OT, 
including the COPM (Law et al., 2000), GAS (Mailloux et al., 2007), and PACS 
assessment (Mandich et al., 2004). However, these tools are difficult to use in the unique 
situation of families with children with a traumatic or acute condition. Additional tools, 
such as the Family Goal Setting Tool (Rodger et al., 2012) and the Belief in Goal Self 
Confidence Scale (Ziviani et al., 2014), are more recent outcome initiatives that were 
trialed to provide visual goal-setting options for caregivers of children with newly 
diagnosed conditions (Rodger et al., 2012) and to complement current tools, such as the 
COPM, to understand confidence levels more fully with the goal-setting process (Ziviani 
et al., 2014). 
Each of these outcome measure has demonstrated clinical utility in goal setting 
and in providing various approaches to the process. The COPM facilitates the process 
through guided conversation. The PACS and the Family Goal Setting Tool provide visual 
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cards to help determine goals on which to focus. Alternatively, the GAS focuses on 
extensive collaboration with clients and families to identify goal areas and to decide as a 
team what goals to develop and how to measure success. With such a robust number of 
possibilities, the occupational therapist certainly has sufficient choices to support goal 
setting in practice.  
The problem is that all these goal-setting tools assume the caregiver is the expert 
on the child and able to share information about performance and intervention priorities. 
However, in the acute stages of ABI, the family does not feel like an expert or have the 
information needed to participate collaboratively. As mentioned previously, many of 
these families, particularly in the first year post-injury, look to the professionals to 
determine where to begin (Playford et al., 2009). The families are unfamiliar with what 
lies ahead and are most in need of information, support, and guidance (Plant et al., 2016; 
Playford et al., 2009; Rodger et al., 2012; Stevens et al., 2013; Thompson, 2007).  
Supporting Families Not Ready for Goal Setting 
Despite assumptions that goal setting must be centered on the patient or family’s 
wishes, the literature supports the concept that the provider must first understand their 
readiness and desire to participate (Plant et al., 2016; Playford et al., 2009; Rodger et al., 
2012; Stevens et al., 2013; Thompson, 2007). Thompson (2007) described factors that 
can affect a patient’s willingness to be involved, including acuity of injury, seriousness of 
illness, level of trust, active versus passive personality traits, knowledge about the 
condition, and clinician expertise. These elements can influence comfort with making 
decisions in a rehabilitation setting, ranging from professional-determined participation 
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to co-determined participation and patient-determined participation. Specifically, 
professional-determined participation is a phase in the spectrum where patients and 
families want information provided to them, and their decision-making involvement is 
more passive. In the co-determined phase, the families begin to engage in a more 
balanced way with the professionals regarding decision-making. In the patient-
determined phase, patients and families become more autonomous decision makers and 
more actively engage in directing care, seeking out additional information, and so forth. 
Playford, Siegert, Levack, and Freeman (2009) recommended gauging the amount 
of involvement the patient and family members want in the newly onset neurological 
rehabilitation process. The authors highlighted ways in which patients and families can 
demonstrate participation, even if they are not dictating goals to the care team. They 
stated that involvement in goal development can range from observing the goal 
discussion to eventually leading it, and emphasized the importance of ongoing discussion 
with the patient and family members as a way to determine the appropriate involvement 
level at the time. 
Caregivers identify two main factors that help them feel more prepared to engage 
in goal setting, including customized processes that facilitate and encourage conversation 
and information from knowledgeable clinicians who are engaged and experienced. 
Clinicians desire strategies for involving patients in goal setting and ways to manage 
discussions that result in realistic goals. Several approaches can help support readiness 
and participation in a collaborative goal-setting process with patients and families. First, 
encouraging open conversation between the patients and families and the practitioners 
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that outlines the goal-setting process in a clear and approachable manner is a crucial step. 
That process should include education regarding topics such as the patient’s injury, the 
recovery process, and intervention, as well as supportive materials that facilitate goal 
determination (Kreutzer et al., 2010; Plant et al. 2016). Regardless of the family 
members’ education level, the evidence supports that increased functional outcomes for 
the child can be gained by involving caregivers in collaboration and intervention 
strategies from the beginning of the process (Braga, Da Paz, & Ylvisaker, 2005).  
Decision Aids for Shared Decision Making 
Decision aids are being used in healthcare settings more widely to help guide 
patients and families through the decision-making process collaboratively. In a recently 
updated Cochrane review focused on the use of decision aids, Stacey et al. (2017) 
examined the role of these impactful supports for people facing healthcare choices. The 
authors outlined the strong literature supporting decision aids’ ability to improve 
knowledge of options to be considered, help users feel better informed, and have a more 
developed sense of their priorities regarding care provision. Their extensive review also 
revealed that patients who were more active in their decisions had improved health 
outcomes and reported higher satisfaction with healthcare experiences. Stacey and 
colleagues stated that clients and clinicians alike were more likely to talk about decisions 
when shared decision tools were used in intervention. 
Decision aids share common characteristics and serve a variety of purposes in 
settings where healthcare decision-making takes place. They are not intended to replace 
clinician education but, rather, to supplement the education provided. Decision aids 
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highlight the types of customized choices to be addressed in treatment, tailored to the 
individual's specific values. They provide information that, for example, outlines the 
patient’s diagnosis, illness, or condition and corresponding choices available based on the 
situation. The tools explicitly highlight treatment options and the benefits and 
disadvantages of various clinical approaches. Different from education materials, 
decision aids are intended to actively engage the patient in the decision-making process 
as related to the plan of care (Stacey et al., 2017). In their updated Cochrane review, 
Stacey et al. (2017) revealed that decision aids resulted in higher understanding and 
comfort with the choices available to the patient, increased feelings of participation in the 
decision-making process, and increased comfort with the decisions made.  
Specific components to promote communication, such as the use of pictures, 
worksheets, and lists of common terminology, highlight the visual components 
considered supportive and helpful in applying such a decision tool (Plant et al., 2016). 
Hall, Sigford, and Sayer (2010) and Johnston et al. (2006) used visual tools such as web-
based care maps to provide visual and educational information in a customized, family-
centered way. 
Occupational therapists aim to include patients and families in the goal-setting 
process; however, this can be difficult when families are not ready to participate. 
Families of children with ABI are overwhelmed by the idea of having to prioritize the 
short- and long-term goals involved in getting their children back to their functioning 
before the traumatic event occurred. A variety of helpful tools facilitate the goal-setting 
process, but families of children with a new-onset brain injury often are not ready to use 
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them as occupational therapists intend. They often need more time—time to understand 
what lies ahead, time to learn about OT and what it involves, time to understand the 
recovery process, and, most importantly, time for the child and family to heal.  
Decision aids allow occupational therapists to guide these vulnerable patients and 
families through the goal-setting process at the pace and in the manner they report 
readiness to do so. Decision aids are useful tools for supporting these families, facilitating 
open and approachable conversation, and providing a visual layout for the complex 
process ahead. In turn, clinicians can more efficiently provide intervention with 
confidence that the child, family, and service provider are on the same page regarding 
next steps. Over time, the decision aid will lead service provision to a phase of more 
active engagement in goal setting, during which established, standardized goal-setting 
tools can be incorporated. A decision aid will set a more customized, approachable, and 
efficient tone to goal setting for children with ABI and their families. 
In summary, substantial evidence demonstrated the hesitation for children with 
newly onset ABI and their families to participate in goal setting. The literature discusses 
challenges that the process presents for professionals as well, knowing the families often 
do not feel prepared to actively engage in making decisions about their child’s 
rehabilitation plan. Goal-setting tools are available, but these patients and families often 
are not ready to use them. The research findings presented herein highlight general 
strategies focused on collaboration, customized gaging of patient and family needs, and 
the potential value of thoughtfully developed decision-aid tools. The goal of this doctoral 
project is to develop a theoretical and evidence-based method to facilitate an educational 
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and collaborative goal-setting tool sensitive to participants’ readiness to engage. This 
approach is presented in Chapter 3. 
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CHAPTER THREE: DECISION AID AND OUTCOMES TOOL 
Product Vision 
Currently, no available shared decision-making mechanism specifically for 
caregivers of children with ABI allows the occupational therapist to provide systematic 
education about the child’s injury, along with subsequent goal-setting options based on 
the child’s presentation at each stage of recovery. The GOAL in Pediatric Rehabilitation 
will be the first shared decision-making and outcome measurement tool for caregivers of 
children with ABI. This tool is intended to help bridge the current gap in this early 
transitional phase of neurorehabilitation and empower parents to help set meaningful 
goals for their children’s rehabilitation process as they report readiness to do so. The 
GOAL includes a visual guide for parents, illustrating the decision-making options. Its 
manual contains evidence, theory, and practical guidelines to ensure the GOAL is 
administered in a collaborative, family-centered manner. 
The GOAL shared decision-making tool visually outlines the recovery process for 
children with ABI, along with information regarding treatment options, and is a 
beneficial component for communicating with and providing information to these 
patients and families. Through its use, families have an opportunity to engage in the 
process, at their level of comfort, by receiving education and gaining increased 
understanding of OT service provision, functional focus areas, and the skills and body 
structures involved. The decision tool also incorporates a segment wherein the family 
discusses and records what they know about the child pre- and post-injury, including the 
interests, preferences, and motivations, as well as other details that can help the clinician 
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understand the patient on a more holistic level. Additionally, this ability for the family 
member to offer their expertise about the child can help them feel more empowered 
during initial discussions about the crucial insights they have to offer to enhance 
treatment.  
This type of visual guide will also help the clinician. The occupational therapist 
can use it to engage the patient and family based on their comfort with participating in the 
process. Throughout its use, they can gauge what decisions the family members feel 
ready to address. If they initially show low levels of readiness, the clinician can use the 
decision aid to provide essential education to help families receive the crucial knowledge 
the evidence states they so eagerly seek. Additionally, clinicians can use the decision aid 
to more efficiently guide early service provision while keeping the lines of 
communication open and clarifying the complicated process for the child and family. A 
decision aid also acts as a symbol of the knowledge the occupational therapist has about 
recovery from brain injury and provision of OT treatment specifically for this population.  
The GOAL in Pediatric Rehabilitation 
The GOAL in Pediatric Rehabilitation is a shared decision-making and 
measurement tool designed to facilitate collaborative goal setting with caregivers of 
children with acute ABI. The GOAL fosters a family-centered approach with this unique 
population while educating them on the rehabilitation process and facilitating discussion 
around caregiver preferences. Additionally, the GOAL gathers helpful outcome data on 
the caregivers’ comfort and satisfaction levels with the goal-setting process in order to 
gauge change over time. The GOAL is the basis for the program described below. 
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The Patient Protection and Affordable Care Act of 2010 supports the use of 
family-centered outcome tools to ensure healthcare services effectively target recipients' 
needs. The Office of Legislative Counsel of the U.S. House of Representative’s (2010a) 
policy directly supports the use of patient decision aids “for preference sensitive care to 
assist health care providers in educating patients, caregivers, and authorized 
representatives” (p. 451, Section 1A). More specifically, the law stated that such decision 
aids “shall be designed to engage patients, caregivers, and authorized representatives in 
informed decision-making with health care providers” (Office of Legislative Counsel of 
the U.S. House of Representatives, 2010b, p. 451, Section 2A). 
Implementation 
Process 
The GOAL consists of a visual guide (Appendix A) with colored stickers, or 
tokens, to collaboratively identify goals and determine importance. A clinician manual 
(Appendix B) is included for seamless implementation and consistent information 
gathering. The occupational therapist administers the GOAL as a semi-structured 
interview during the OT session. Thus, use of the GOAL is clinician dependent, because 
the clinician guides the discussion and gauges the caregiver’s ability to participate. In 
general, its initial use should take no more than one session to complete. Additional uses 
will likely require less time as familiarity with it increases. No additional training is 
necessary to use the GOAL. 
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Activities 
The GOAL contains six activities, or steps: determine comfort level, learn about 
the child, learn about education preferences, identify goal areas by the caregiver and 
occupational therapist, rate performance of high-priority goals, and gauge caregiver 
satisfaction with the goal-development process.  
The clinicians begin by gauging how comfortable the caregivers feel about setting 
OT goals for the children on a Likert scale of 1 to 10 scale (for outcome purposes, a 
Likert scale is used throughout the process). Next, to help empower the caregivers and 
leverage their clinician position as the true “experts” on the children, the clinicians ask a 
variety of questions regarding the children (what motivates them, how they do with new 
people, etc.) and to identify places the children frequent. Third, the clinicians ask the 
caregivers about learning preferences in order to ensure they provide education in the 
most effective manner. Then, in the goal-identification portion of the process, caregivers 
receive green, yellow, and red stickers (tokens) and, using the visual guide, identify 
priority goal areas for OT services. Once the caregivers finish, the clinicians are also free 
to place blue stickers or tokens on up to three additional areas considered crucial based 
on the client’s clinical presentation. The occupational therapists and caregivers discuss 
education regarding the rationale for each additional area identified. After all stickers or 
tokens are placed, the clinicians ask the caregivers to rate the children’s current 
performance level in all green and blue goal areas, using the same 1–10 scale. In the final 
step, the clinicians ask the caregivers to rate their satisfaction with the goal areas set. 
The GOAL is intended to be used regularly with identified caregivers to monitor 
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intervention progress and satisfaction. For example, the clinicians can bring the 
completed guide to each patient session to use as a visual “check-in” with the caregivers 
and patients and ensure all agree with the plan in place. 
Role of Personnel 
Inpatient and outpatient neurorehabilitation-team occupational therapists will use 
the tool in practice with their patients. The GOAL developer will train staff on its use and 
implementation. The staff trainer will observe its use with each neurorehabilitation team 
member to ensure consistency and to answer questions. The staff trainer will develop a 
group e-mail platform to allow dialogue, answer questions, and solve problem when 
issues arise.  
Intended Recipients 
Occupational therapists who are members of the neurorehabilitation team in 
inpatient and outpatient settings will use the GOAL with caregivers of children with ABI.  
Methods to Recruit and Identify Appropriate Service Recipients 
At Cincinnati Children’s Hospital Medical Center (CCHMC), occupational 
therapists are assigned to inpatient and outpatient neurorehabilitation teams. These 
clinicians will identify patients who experienced a recent ABI and are participating in 
their first rehabilitation OT treatment session (45 minutes for inpatient; 55 minutes for 
outpatient). During testing and trial phases, the GOAL will be used with these identified 
caregivers and in these identified settings. From there, the GOAL will be applied in 
pediatric neurorehabilitation settings for families who appear to benefit from its use 
regardless of location or facility. 
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Desired Outcomes 
Inspired by the widely used COPM (Law et al., 2000), the desired outcome of the 
GOAL is collaborative client- and family-centered goals for OT services based on the 
complex needs of the neurorehabilitation patient and families. Goals can be short or long 
term and will be based on a balance of caregiver preferences and clinical expertise. 
Additionally, learning preferences will be identified for each caregiver and patient to 
ensure education efforts are tailored to each individual’s learning style.  
Potential Barriers and Challenges 
Due to the lack of current evidence regarding its effectiveness, the main challenge 
in using the GOAL is its adoption by providers. Therefore, it will be essential to collect 
data over time to support the reliability and validity of its use.  
A second challenge is deviation from the suggested protocol. The application of 
strategies and verbiage recommended in the GOAL clinician manual (Appendix B) will 
ensure more consistent application.  
Coordination with other assessments is another barrier to consider. For example, 
both the GAS (Kiresuk & Sherman, 1968) and the COPM (Law et al., 2000) are widely 
used in rehabilitation literature and practice and are highly respected options for 
clinicians. The GOAL is inspired by many COPM features and may prove a more 
applicable outcome measure for this unique and complex population. Additional testing 
and data collection will prove helpful on how to integrate other measures as necessary.  
The current GOAL version focuses on goals that are most relevant for school-
aged and older children. There will likely be a need to develop infant/toddler and 
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preschool versions of the tool to more fully reflect developmentally appropriate skills and 
functional abilities of younger children. 
In summary, the GOAL was designed to allow the occupational therapist to guide 
these often vulnerable and overwhelmed patients and families through the goal-setting 
process at a pace and in a way for which they report readiness. It includes a visual 
representation of OT service provision options to guide goal-setting discussion in a 
simplistic, yet approachable, way for the caregiver. Its use positions the caregiver as the 
expert on the child, educating the clinician regarding the child’s preferences, interests, 
and motivators. The caregiver experiences a hands-on opportunity to identify goals worth 
pursuing, while the occupational therapist, as the rehabilitation expert, offers additional 
suggestions and ideas for care provision. To ensure consistent application and 
communication processes, a clinician manual is provided. 
Additionally, the GOAL offers flexibility for regular revisits and revisions to 
facilitate ongoing communication and cohesion in the children’s care. Over time, the 
GOAL has the potential to lead service provision to a phase of more active engagement 
in goal setting, during which established standardized goal-setting tools such as the 
COPM and the GAS may be incorporated. The GOAL will result in a more customized 
and approachable but outcome-based goal-setting experience for children with ABI and 
their families. 
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CHAPTER FOUR: GOAL EVALUATION PLAN 
Overview 
Evaluation of the GOAL is essential to ensure the tool’s effectiveness and 
administration, as well as to understand participant insights regarding its use. The 
highlighted evaluation plan will include two initial phases. Phase 1 will be dedicated to 
the needs-assessment process and involve collecting caregiver and clinician input through 
one-on-one interviews. Additionally, this phase will incorporate an evaluability 
assessment involving CCHMC OT/Physical Therapy (OT/PT) Department stakeholders 
to promote commitment and further measurement and development from the sponsoring 
institution and its decision makers about eventual plan implementation. This phase will 
conclude with preparation for pilot testing. 
Phase 2 of the program evaluation will consist of pilot testing the GOAL during 
service provision to explore its effectiveness, content relevance, validity, and benefits. 
This section will thoroughly outline the GOAL evaluation plan, including a logic model 
highlighting its justification, support, and relationship among each of its necessary 
components; detailed descriptions of the two aforementioned process phases and their 
core objectives and scope; research design; and data analysis methods. 
The GOAL evaluation plan is considered both participant-oriented, in that it 
focuses on improving the goal-setting process for these families, and management-
oriented, based on its aim to determine whether the GOAL is worth implementing 
(Niemeyer, 2016). The logic model in Figure 2 highlights the plan’s inputs, resources, 
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and theoretical basis. Additionally, it illustrates the evaluation activities that will be 
implemented for evaluation, along with corresponding outputs and outcomes.  
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Figure 2. GOAL logic model. 
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Phase 1: A Three-Part Process 
Phase 1 of the GOAL evaluation plan consists of a three-part process: needs 
assessment, evaluability assessment, and preparation for pilot testing. Each part of Phase 
1 is dedicated to gathering information necessary to develop more relevant GOAL 
content and a more effective implementation process. Details of each Phase 1 component 
and corresponding objectives follow. All parts of Phase 1 will take up to 6 months to 
complete. The objective of this phase is to provide crucial insights for increased content 
and process enhancement of the GOAL tool. 
Phase 1, Part 1: GOAL Needs Assessment 
Needs assessment, the first part of Phase 1, will consist of gaining understanding 
of the needs and insights from caregivers of children with ABI and neurorehabilitation 
occupational therapists. The needs-assessment segment will have a descriptive and 
formative purpose to ensure a solid understanding of needs and issues for eventual 
GOAL content and process enhancement is obtained.  
Caregivers of children with ABI. It will be necessary to approach caregivers of 
children with ABI for information to adjust to their goal-setting content and process 
preferences. One-on-one interviews will be conducted to hear directly from the caregivers 
what they consider meaningful content and their preferred administration process. This 
information will be used to establish GOAL feasibility and content validity. 
Five to 10 interviews will be conducted during this phase with caregivers of 
children who have acquired a moderate or severe ABI who are current or past clients of 
CCHMC OT services. The interviews will be conducted at the main CCHMC outpatient 
  
34 
OT/PT location. Caregivers will be excluded if the child with the ABI is more than 
5 years post-injury or if the child has a diagnosis of cancer or brain tumor. 
Neurorehabilitation occupational therapists. Next, three occupational 
therapists who specialize in working with, and have a minimum of 5 years’ experience 
providing care to, this population, will be interviewed to gather their perspective on the 
feasibility and clinical utility of both the GOAL tool and its user manual. Ideas and 
suggestions for improvement will be documented, evaluated, and incorporated into the 
draft of the GOAL.  
Phase 1, Part 2: GOAL Evaluability Assessment  
A preliminary version of the GOAL will be drafted, a logic model developed, and 
an evaluability assessment conducted through one-on-one interviews with key CCHMC 
OT/PT Department stakeholders to ensure alignment prior to the program’s soft-launch 
phase (i.e., Phase 2). 
CCHMC OT/PT Department Stakeholders. These stakeholders include the 
author’s manager (who oversees the neurorehabilitation team at the main outpatient 
location and has extensive experience in program development and knowledge regarding 
this project), the department mentor and OT researcher (PhD), the department 
PhD/physical therapy researcher (who has extensive knowledge and research background 
in the area of goal setting), and a leader of the OT/PT Department’s self-management 
initiative. 
During this portion of Phase 1, CCHMC OT/PT Department stakeholders will be 
provided with an outline of the program description, an overview of the literature 
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findings regarding caregiver and clinician experience with goal setting and the current 
state of goal-setting tools for OT, an explanatory model of the problem to be addressed, 
theoretical background that supports the problem, and drafts of the GOAL tool, user 
manual (Appendix B), and logic model for the proposed program evaluation.   
During these stakeholder interviews, emphasis will be placed on the desired 
outcomes and minimal resources required to integrate this program into the Department’s 
current processes. It is essential to determine the each stakeholder's needs and perceptions 
regarding the program, potential barriers, and implementation feasibility. The author will 
reflect a tone of flexibility and open-mindedness to ensure a collaborative partnership is 
developed. 
From there, plans to conduct a soft-launch pilot study of the GOAL will be 
discussed. Available resources (clinical space, clinician time, supplies, etc.) will be 
determined, and these stakeholders given the opportunity to provide additional ideas for 
and revisions to the process if concerns arise. All CCHMC OT/PT Department 
stakeholder input will be documented and shared after the one-on-one meetings are 
completed in order for all to see the overview of perspectives.  
CCHMC OT/PT research mentor. During and after the stakeholder-input 
segment is formally completed, the OT/PT Department’s research sponsorship program 
will assign the author a research mentor with whom to partner throughout additional 
evaluation and testing phases. Along with this partner, a timeline will be delineated for 
the following phase (Phase 2). As a parallel measure, the author will provide ongoing 
updates to the CCHMC OT/PT stakeholders to ensure ongoing communication and 
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continued investment in the GOAL’s successful implementation. Timing of 
implementation and data gathering, as well as available data management software, will 
also be agreed upon by this author and the CCHMC research mentor. 
Phase 1, Part 3: Pilot Test Preparation 
To prepare for the pilot-testing part of the evaluation plan (Phase 2), internal 
review board approval will be obtained and participating neurorehabilitation occupational 
therapists trained to use the GOAL. Necessary clinical space, materials, and supplies will 
be determined and acquired. Up to 10 caregivers and three clinicians will be identified for 
participation in Phase 2. 
Phase 2: Pilot Testing 
Phase 2 of the program will consist of pilot testing the GOAL tool. The tool’s 
usefulness and effectiveness will be measured via a formative phase with a preliminary 
summative component using quantitative and qualitative information in the form of 
Likert scale and open-ended interview answers, gathered from a group of 10-20 identified 
caregivers and three neurorehabilitation occupational therapists.  
Scope 
The scope of this phase will require up to 12 months and will be initiated once the 
author drafts the tool and the research mentor agrees with its content. This phase’s 
objectives will be both formative and summative in nature, in that the post-survey will 
contain both qualitative and quantitative components. Additionally, the tool will gauge 
information regarding caregiver comfort with goal setting at the beginning, as well at the 
end, of the goal-setting process. The caregiver participants will be those with a child who 
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experienced an ABI in the past 12 months and who are initiating inpatient rehabilitation 
or outpatient OT services at CCHMC. Caregivers whose children are receiving services 
on CCHMC’s inpatient rehabilitation unit or at the institution’s main outpatient location 
will be identified and approached. A minimum of 10 caregivers will participate in this 
phase. The same three neurorehabilitation occupational therapists interviewed in Phase 1 
will be re-interviewed in this phase to update their perspectives on the tool’s use and how 
effectively it facilitated collaboration during goal setting. 
Pilot Testing Objectives 
This phase’s objectives will be to test the GOAL’s effectiveness with 
collaborative goal setting and to understand the ease of its use. Specifically, the GOAL’s 
effectiveness will be explored by determining caregiver readiness, competence, priorities, 
and satisfaction with the process. Additionally, objectives include obtaining clinician’s 
perspectives on its ease of use, ability to establish a collaborative relationship, educate, 
and set relevant goals. 
Research Design and Methods 
This program phase will be carried out using a mixed-methods research design, 
gathering qualitative and quantitative information from caregivers and neurorehabilitation 
occupational therapists. Measures include the GOAL tool questions, which will be 
completed collaboratively by caregivers and clinicians, and a follow-up survey with 
open- and closed-ended components.  
The caregiver and the neurorehabilitation occupational therapists will complete 
these surveys separately, and correlations between caregiver and provider responses will 
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be examined. Additionally, the determined goals from the pilot-testing sessions will 
provide quantitative and qualitative information, such as number and types of goals set. 
This design will assist in determining whether the GOAL initially achieves anticipated 
outcomes with both audiences.   
The open-ended responses will be documented and coded for thematic content. 
The program lead and the research mentor will separately categorize and code the 
findings and then compare results to ensure coding agreement and consistency. Areas of 
inconsistency will be discussed until agreement is determined. 
Research questions. Figure 3 provides an overview of research questions that 
will be pursued during the mixed-methods pilot-testing process. The research questions 
can be categorized into one of three focus areas for understanding the GOAL tool: 
caregiver-specific, occupational therapist (provider)-specific, and content-specific.  
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Figure 3. GOAL pilot-test research questions. 
 
 
Sample 
Caregivers of children with ABI are the population of interest for this survey. The 
GOAL is intended for those with children who sustained the injury within the past 12 
months. The sample method for each phase will be convenience sampling, with the 
understanding that the GOAL will initially be geared toward those receiving services at 
one of three CCHMC OT/PT locations (one inpatient rehabilitation unit and two 
outpatient facilities). Therefore, results from the pilot phase will be strictly generalizable 
with those populations. The percentage of those with traumatic brain injury versus stroke 
versus anoxic injury and so forth will need to be considered, and weights may have to be 
Caregiver-Specific
"Is	the	GOAL	effective	for	assessing:• Caregiver	readiness	for	goal-setting?"• Caregiver	satisfaction	for	goal-setting?"• Caregiver's	view	of	child	performance?"• Caregiver	confidence	with	managing	the	child’s	condition?"• Caregiver	education	needs?"
Occupational	Therapist-Specific
"Is	the	GOAL effective	for	facilitating:• Caregiver-provider	alliance?"• Collaborative	occupational	therapy	goal	areas?"
GOAL Content-Specific
"What	components	of	the	GOAL:• Are	most	helpful	for	supporting	caregiver-provider	alliance	for	goal-setting?"• Are	least	helpful	for	supporting	caregiver-provider	alliance	for	goal-setting?"
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adjusted, depending up on the number who respond and participate (Newcomer & 
Triplett, 2015). The group implementing the GOAL will consist of 10 to 20 caregivers 
and their OT providers. 
Measures 
Data will be collected using two main measures: the GOAL tool and a follow-up 
survey (to be used with caregivers and OT providers). Both quantitative and qualitative 
information will be collected from caregivers, as well as from the neurorehabilitation 
occupational therapists, after each GOAL session to inform the research questions 
(Figure 3). 
With the caregivers, data will be gathered through built-in quantitative (Likert-
style) questions that are a part of the GOAL tool and post-GOAL-use survey questions 
(quantitative and qualitative). With the neurorehabilitation occupational therapists, data 
will be gathered through a post-GOAL-use survey.  
Caregiver questions contained in the GOAL. the following questions built into 
its the GOAL format will allow quantitative data gathering regarding caregiver comfort 
with goal setting, satisfaction with the goals determined, and child performance. The 
questions that are a consistent part of the GOAL process (and reflected in the GOAL user 
manual) are, “On a scale of 1 to 10: 
“What is your comfort with goal setting for your child’s OT plan?" 
1- Not comfortable at all   10- Completely comfortable 
“How confident do you feel about managing your child’s condition?" 
1- Not confident at all    10- Completely confident 
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"What is your satisfaction with the goals you set today for your child’s OT plan?" 
1- Not at all satisfied    10- Completely satisfied 
"How would you rank your child’s performance on the goals that were decided on 
today? (Areas that are 'most important right now')?" 
1- Unable to perform these tasks  10- Fully able to perform these 
tasks 
Caregiver questions gathered from post-GOAL survey. The follow-up survey 
questions will represent a combination of fixed-choice and open-ended questions. The 
fixed-choice questions will allow caregivers and OT providers to spend less time 
completing the survey and will contribute quantitative data for this program phase. Fixed-
choice questions will be formatted using a Likert-style scale, and the same scale format 
used throughout for increased consistency and decreased confusion on the participants’ 
part (Newcomer & Triplett, 2015). The open-ended questions will provide an opportunity 
to gain caregiver and provider feedback that provides a more descriptive, detailed 
account of their unique experiences and needs for service provision. The caregiver survey 
questions are: 
“On a scale of 1 to 10, what is your comfort with goal setting for your child’s OT plan?" 
(Note: for the purposes of this study, this question will be repeated after use of the 
GOAL tool to see if change in comfort occurs) 
1- Not comfortable at all  10- Completely comfortable 
“On a scale of 1to 10, how helpful was the information you received today?" 
1- Not helpful at all    10- Completely helpful 
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“What were the most helpful parts of using the GOAL tool today?" (Open-ended) 
“What were the least helpful parts of using the GOAL tool today?" (Open-ended) 
“How can the GOAL tool be changed to be more helpful in the future?" (Open-ended) 
In addition, descriptive statistics, including the number of goal areas determined 
in each session and within each color type, as well as the types of goal areas the caregiver 
identified, will be derived from the caregiver data.  
The post-surveys will be provided, completed, and collected at the end of each 
GOAL session. This will ideally offer the benefits of increased convenience for caregiver 
respondents and decreased costs due to the caregivers coming to the CCHMC naturally to 
receive OT services. 
Neuro-occupational therapist questions gathered from post-GOAL surveys. 
The occupational therapists who participate in the pilot study will complete a post-
GOAL-use survey for data collection. Similar to caregiver data collection, this survey 
will also collect both quantitative and qualitative information. 
“On a scale of 1 to 10, what is your comfort with goal setting with this caregiver?" 
2- Not comfortable at all   10- Completely comfortable 
“On a scale of 1 to 10, how satisfied are you with the goals you set today for the child’s 
OT plan?" 
2- Not at all satisfied    10- Completely satisfied 
“On a scale of 1 to 10, how ready was the caregiver to participate in goal setting for OT 
today?" 
1- Not at all ready    10- Completely ready 
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“On a scale of 1 to 10, how helpful was the GOAL tool for setting goals with this 
caregiver?" 
2- Not helpful at all    10- Completely helpful 
“What were the most helpful parts of using the GOAL tool today?" (Open-ended) 
“What were the least helpful parts of using the GOAL tool today?" (Open-ended) 
“How can the GOAL tool be changed to be more helpful in the future?" (Open-ended) 
Client Stories 
The use of client stories will also prove valuable throughout both program phases 
in talking with caregivers (to sense that others are going through what they’re going 
through), other neurorehabilitation occupational therapists (to understand further what 
these caregivers are experiencing), and decision makers and other stakeholders (to set a 
foundation of understanding, empathy, and purpose). Their stories, and the people behind 
them, provide the true impact for why the GOAL tool is needed. 
Data Analysis and Reporting 
Contingency tables will display percentages of Likert-style responses and 
information such the children’s ages and number of years post-injury because such 
characteristics are expected to relate to the findings (Newcomer & Triplett, 2015).  
Open-ended responses will be coded, categorized, and delineated via network 
models or diagrams (Goodrick & Rogers, 2015). This descriptive analysis type is useful, 
considering the objective to gather perspectives regarding helpful content ideas for 
development of a goal-mapping tool, whether from caregivers or clinicians. The visual 
representation will help demonstrate relationships among themes and population. 
  
44 
Additionally, this type of diagram is consistent with the visual nature of the tool itself. 
Data Management 
Qualitative information will be coded and stored in the CCHMC privacy-
protected computer system on a shared drive. The data will be labeled, categorized, and 
saved in designated folders. The CCHMC research staff will be consulted regarding 
available CCHMC software for additional data formatting. Data entry will be conducted 
at CCHMC’s OT/PT department’s main outpatient location at the designated workstation 
of the program lead. Data entry will take place within a week after the date of the 
interview sessions.  
The research mentor will work with the program lead to ensure timeliness and 
accuracy of data entry. The Likert-style survey data will be coded based on ordinal 
numerical values. Data will be collected and formatted into the CCHMC OT/PT 
Department’s existing secure database. The program lead and participating occupational 
therapists will collect the survey information, and the program lead will enter the 
quantitative data into the database. Quantitative and quantitative data entry will take 
place within 48 hours of each survey’s completion. Open-ended responses will then be 
collected into a separate file, coded, labeled for themes, and examined by the program 
lead and research mentor for agreement. 
Conclusion 
The GOAL’s three-phase mixed-methods evaluation plan will take place within 
CCHMC’s OT/PT neurorehabilitation settings. Phase 1 of the program will be dedicated 
to the needs-assessment process involving collection of caregiver and clinician input 
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through one-on-one interviews. Additionally, this phase will incorporate an evaluability 
assessment involving CCHMC OT/PT Department stakeholders to develop a sense of 
buy-in from decision makers at the author’s sponsoring institution about eventual plan 
implementation. Phase 2 of program evaluation will consist of pilot testing the GOAL 
during service provision to explore its effectiveness, content relevance, validity, and 
benefits. Finally, Phase 3 will involve implementing an in-depth, repeated-measure 
outcomes study for increased understanding of its reliability, validity, and effectiveness. 
Relevant stakeholders will be engaged in the process. The GOAL will be tested through a 
variety of means to ensure its relevance, ease-of-use, and effectiveness. Once pilot testing 
is complete, there is potential for the GOAL’s effectiveness and reliability to be 
examined within additional settings with larger, more diverse samples. 
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CHAPTER FIVE: FUNDING PLAN 
The GOAL in Pediatric Rehabilitation is a shared decision-making and 
measurement tool designed to facilitate collaborative goal setting with caregivers of 
children with ABI. This tool will be the first shared decision-making tool for this 
population and is intended to help bridge the gap that currently exists in this early 
transitional phase of pediatric neurorehabilitation. The GOAL’s purpose is to empower 
parents to help set meaningful goals for their children’s rehabilitation when and in ways 
they report readiness to do so, while providing OT practitioners a tangible means to 
facilitate the process. Additionally, the GOAL gathers helpful outcome data on the 
children’s performance as well as the caregivers’ comfort and satisfaction levels with the 
goal-setting process in order to gauge change over time. The GOAL includes a visual 
guide for parents (Appendix A) that illustrates decision-making options and captures 
qualitative information regarding their thoughts on goal setting and so forth. It includes a 
user manual for practitioner guidance to ensure consistent implementation. 
Program-Associated Costs 
The GOAL will be trialed and tested at the CCHMC. For the information-
gathering phase of the program (Phase 1), caregivers will be interviewed regarding their 
thoughts during their children’s physical- or speech-therapy treatment sessions that fall 
under the author’s nonclinical time. Additionally, neurorehabilitation occupational 
therapists will be interviewed to collect qualitative insights regarding considerations for 
the tool during nonclinical time. The CCHMC will provide clinical space for such 
activities and time with CCHMC stakeholders during nonclinical time for all parties. In 
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preparation for the piloting phase, the neurorehabilitation occupational therapists will 
also be trained to use the GOAL. 
The pilot phase of the program (Phase 2) will involve testing a draft of the GOAL, 
revised based on information and insights collected during the first phase. Prior to 
implementing the pilot test, a graphic designer will graphically enhance the final design 
of the visual map and user manual. Once finalized, the user manual will be saved in 
Adobe pdf format and printed as needed prior to test administration. Supplies and 
materials, such as colored markers (green, yellow, red, and blue) and printouts of the tool, 
user manual, and pre- and post-surveys will be essential for Phase 2. Software such as 
Microsoft Excel, Word, and PowerPoint will be needed to document and track data and 
disseminating information. During both phases, CCHMC advisors and research 
assistants’ time will be necessary resources for effective trial administration and post-
Phase 2 dissemination. 
The CCHMC OT/PT Department provides direct access to both the target users of 
the GOAL (caregivers of children with ABI) as well as to the neurorehabilitation 
occupational therapists. Although the author will remain the main author of the tool, a 
relationship for branding the tool under the CCHMC name will be explored and better 
understood as its psychometric properties are further tested and developed.  
A detailed funding plan is highlighted in Table 1. Importantly, the OT/PT 
Department at CCHMC offers annual sponsorship opportunities to a few of its 
employees, and this GOAL project will be one of its initiatives. Therefore, it is not 
crucial for the author to pursue funds for the proposed program because this sponsorship 
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opportunity will provide a majority. Nevertheless, the author will approach a variety of 
potential funding sources (Table 2) for support to demonstrate dedication to the fiscal 
support of this process. 
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Table 1. The GOAL Funding Plan 
Budget item Description Expense 
Personnel support   
Phase 1: Caregiver 
interviews 
Assumes $45/hour for 15 hours of occupational therapist 
time 
Conduct interviews with caregivers to collect their 
initial input on the GOAL; Gather caregiver input on 
GOAL layout, purpose, etc. 
(Time scheduled before/after OT sessions during the 
child’s PT or Speech Therapy neurorehabilitation therapy 
appointments) 
$675.00 
Phase 1: Interviews 
with 
neurorehabilitation 
occupational 
therapists 
Assumes $45/hour for 10 hours of occupational therapist 
time 
Gather neuro-rehab and other OT Department 
colleague input on GOAL layout, purpose, etc. 
(Time scheduled via meetings during available nonclinical 
time) 
$450.00 
Phases 1 & 2: 
CCHMC 
advisors/stakeholders 
Assumes $55/hour for 20 hours of CCHMC 
advisor/stakeholder time 
(Time scheduled to meet/gather input via nonclinical time, 
includes CCHMC OT/PT, Leadership team or Professional 
Inquiry Council  members) 
$1,100.00 
Phase 1: Training 
neurorehabilitation 
colleagues for Phase 
2 Pilot Testing 
Assumes $45/hour for 3 hours of occupational therapist 
time 
Prepare to use the GOAL in pilot testing. 
(Time scheduled via available nonclinical time) 
$135.00 
Phase 2: Trialing the 
GOAL in treatment 
and documenting 
results 
Assumes $45/hour for up to 10 hours of occupational 
therapist time 
Test the GOAL with up to 10 caregivers and 
documenting the results 
(Testing will take place during already-scheduled 
occupational therapist treatment time with clients for goal-
setting portion of the treatment) 
$450.00 
(Actual: $0) 
Phase 2: Research 
analysis and support 
Assumes: 
$15/hour for 15 hours of research assistant time to 
document all data, run research reports, etc.: $225.00 
$55/hour for 15 hours of PhD consultant time to manage 
data analysis and advise of additional strategies, 
activities, and documentation efforts: $825.00 
$45/hour for 25 hours of occupational therapist time to 
work with research support members, occupational 
therapists involved in Phase 2 data documentation, 
analysis, etc.: $1,125 
$2175.00 
Phase 2 Interviews 
with neuro-
occupational 
therapists 
Assumes $45/hour for 10 hours of occupational therapist 
time 
To be interviewed and for the author to conduct the 
interviews regarding the experiences using the GOAL 
$450.00 
 Personnel Support Subtotal: $5,435.00 
 (Actual): ($4,985.00) 
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GOAL design 
Design the 
GOAL tool 
Assumes $75/hour for 4 hours of graphic designer time to design 
the GOAL tool: $300.00 
(Will be donated to the project by a contact of the author’s) 
$300.00 
(Actual: $0) 
Design the 
GOAL user 
manual 
Assumes $75/hour for 2 hours of graphic designer time to design 
the GOAL user manual: $150.00 
(The current version, designed by the author during her doctoral 
studies at Boston University, will be used for purposes of the 
study) 
$150.00 
(Actual: $0) 
 GOAL tool design subtotal: $450.00 
 (Actual): ($0) 
Facility space/equipment 
Clinical space 
for testing and 
interviews 
Use of CCHMC OT/PT Department clinical space/facilities 
available to institution employees, patients, and families 
(Identify and use space not scheduled for other use during times 
needed) 
$0 
 
Computers Use of CCHMC OT/PT Department computers to document data 
results, etc. 
(Computers already purchased and available to CCHMC 
employees) 
$0 
 
Software Use of CCHMC OT/PT Department Excel, Word, & PowerPoint 
software to document data results, revise handouts, etc. 
(Computer software already purchased and available to CCHMC 
employees) 
$0 
 Facility space/equipment subtotal: $0 
Miscellaneous 
Materials Colored markers to identify goal priority (a set of green, yellow, 
red, blue for each of 4 therapists): $6.31/set (Amazon, 2018) x 4 
= $25.24 
 
20 single-sided color copies of the GOAL: $0.42/copy (Office 
Depot, 2018) x 20 = $8.40 
 
5 2-sided black-and-white copies of the 4-page (2 front and back) 
GOAL user manual: $0.10/copy (Office Depot, 2018) x 5 x 2 = 
$1.00 
 
20 pre- and post-survey printouts: $0.10/each (Office Depot, 
2018) x 20 = $2.00 
$36.64 
 Materials Subtotal: $36.64 
Dissemination 
activities 
See Dissemination Activities section for a detailed outline of 
dissemination activities and the associated budgeted costs. 
$11,200.00 
 GOAL Phases 1 & 2 Total: $17,121.64 
 (Actual): ($16,221.64) 
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Table 2. Potential Funding Sources 
Potential funding 
source (alphabetical) 
Description Justification 
American 
Occupational Therapy 
Foundation (AOTF) 
The AOTF (2018) 
offers funds for 
research in OT as part 
of its mission.  
AOTF prefers to fund research projects 
conducted in preparation for larger scientific 
studies and supports studies particularly 
focused on family and caregiver needs 
(AOTF, 2018). The GOAL will be developed 
and tested in Phases 1 and 2 for eventual 
implementation in Phase 3, intended to be 
more extensive in nature. It is a shared 
decision-making and measurement tool 
developed with caregivers needs in mind. 
Andrew Jergens 
Foundation 
This family 
organization is a private 
funding source as part 
of the Greater 
Cincinnati Foundation 
(GCF; 2018a). 
The Andrew Jergens Foundation has a 
particular interest in awarding grant funds to 
nonprofit initiatives in the greater Cincinnati 
area geared toward health and education 
efforts for children (GCF, 2018a). The GOAL 
project well fits their criteria. 
Daniel and Susan Pfau 
Foundation 
This family 
organization is also a 
part of the GCF and 
offers private funds to 
nonprofit organizations 
in the Cincinnati area 
(GCF, 2018b). 
The Daniel and Susan Pfau Foundation 
provides grant funds to local nonprofit 
projects focused on issues of health, 
education, or social welfare. In addition, the 
initiative must benefit children with 
disabilities and their families (GCF, 2018a, 
2018b). 
The GOAL project well fits their description. 
Department of Health 
and Human Services: 
Center for Excellence 
and Practice 
Improvement 
Research project grant 
funds designated for 
developing measures of 
shared decision making 
(National Institutes of 
Health, 2016). 
The Department of Health and Human 
Services within the National Institutes of 
Health awards grant funding to nonprofit 
organizations seeking to test shared decision-
making tools. This funding expires in 2022 
(National Institutes of Health, 2016). 
Newman’s Own 
Foundation 
The Newman’s Own 
Foundation is a 
nonprofit organization 
that provides grant 
funding to an extensive 
number of 
philanthropic efforts 
(Newman’s Own 
Foundation, 2018). 
Empowerment and children with life-limiting 
conditions are two of the foundation’s four 
priority areas for award giving (Newman’s 
Own Foundation, 2018). The GOAL is a tool 
developed specifically to empower caregivers 
of children with the life-limiting condition of 
brain injury. 
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Conclusion 
The GOAL funding plan outlined in Tables 1 and 2 encompasses the first two 
phases of the tool’s evaluation. After the pilot phase is completed, a hard launch (Phase 
3) will be initiated and an extensive planning phase, similar to the one outlined for the 
first two phases undertaken. The CCHMC will be an integral partner in GOAL testing 
and funding because the institution is an important source of target clientele. Despite the 
CCHMC support, the author will continue pursuit of relevant funding sources to ensure 
sufficient funds for the GOAL’s ongoing development and dissemination. 
  
  
53 
CHAPTER SIX: DISSEMINATION PLAN 
Program Description 
Evaluating the GOAL will consist of a three-phase process, including 
development of a needs assessment and an evaluation assessment by gauging feedback 
from key stakeholders, integrating it into the placeholder GOAL version (Phase 1), 
piloting the tool via a soft launch (Phase 2), and testing it via a hard launch (Phase 3). 
The dissemination process will begin during Phase 1, while the author prepares to 
complete the needs- and evaluation-assessment components. Information disseminated 
during this early phase center more around the results of the literature review, theoretical 
basis for goal setting with this population, explanatory model developed, and basic 
strategy ideas to consider. More formal dissemination activities will be initiated after 
Phase 2 with collection and analysis of pilot-launch data. 
Dissemination Goals 
Long-Term Goal  
The overall objective of this doctoral project is to make the GOAL available to, 
and used by, neurorehabilitation occupational therapists worldwide. Additionally, the 
GOAL may be applicable in academic settings, educating future clinicians and 
researchers regarding its uses and applications in data collection. To achieve these long-
term goals, a variety of short-term objectives are required. 
Short-Term Objectives 
Objective 1: The GOAL tool will be incorporated into the CCHMC evaluation 
process for patients and caregivers who fit within the target user group. 
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Objective 2: The GOAL’s theoretical and evidence-based background, Phase 2 
pilot-test results, and Phase 3 results will be presented at relevant regional, national, and 
international conferences such as those hosted by the Ohio Occupational Therapy 
Association (OOTA), AOTA, American Congress of Rehabilitation Medicine (ACRM), 
and World Federation of Occupational Therapists (WFOT). 
Objective 3: Manuscript publication of testing results will be pursued with 
journals such as AOTA’s American Journal of Occupational Therapy and Occupational 
Therapy International for increased dissemination and exposure to clinicians and 
educators in the field. 
Target Audiences 
Primary Audience 
The primary audience of the GOAL is pediatric occupational therapists and 
administrators who work in neurorehabilitation clinical settings or who make purchase 
decisions regarding rigorous tools for use with this population.  
Secondary Audience 
The secondary audience is the academic community whose members are 
responsible for educating future clinicians and researchers regarding psychometrically 
rigorous options available for use in practice. 
Key Messages 
Pediatric Neurorehabilitation Occupational Therapists and Administrators 
It will be key to communicate to this audience our expectations that the GOAL 
will  
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• be a tool available to fill a significant void in services for the unique needs of 
caregivers and providers in neurorehabilitation settings, 
• address caregiver needs by setting goals in an approachable manner that keeps 
their needs at the forefront of the process and progresses as they communicate 
readiness to do so,  
• be a COPM-inspired tool that captures crucial data on child performance and 
caregiver comfort and satisfaction with the goal-setting process, 
• be standardized, easy to use, does not requires additional training, and is 
supported by a user manual for application, and  
• be a low-cost option for goal setting available to providers online. 
Sources and Messengers for Pediatric Neurorehabilitation Occupational Therapists 
and Administrators Target Audience 
• Rebecca Reder, OTD, OTR/L is Senior Clinical Director of OT/PT at CCHMC. 
Dr. Reder is considered a thought leader in the field for successful incorporation 
of evidence-based interventions and quality improvement initiatives in hospital-
based OT and PT settings. Dr. Reder attends various worldwide conferences and 
events and is a compelling and well-respected speaker and representative for 
CCHMC and the field of pediatric OT and PT. 
• Karen Harpster, PhD, OTR/L is an occupational therapist and researcher in the 
OT/PT Department at CCHMC. Additionally, Dr. Harpster is an Assistant 
Professor at the University of Cincinnati in the Department of Allied Health. She 
has extensive experience in research and clinical service in a hospital-based 
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pediatric setting. Her research focus areas include intervention in autism, feeding, 
and telehealth.  
Academic Community Members 
The following key messages will be important to communicate with educators. 
The GOAL is: 
• a new, psychometrically sound tool used in pediatric neurorehabilitation settings 
that fills the current void in OT service provision, as determined via pilot- and 
hard-testing phases, 
• theory based, inspired by the COPM, and has demonstrated strong reliability and 
validity results in testing studies to date, 
• explores a self-management approach to goal setting with caregivers of children 
with ABI that keeps their unique needs in mind, and  
• a helpful tool for use in clinical settings and for research purposes and has 
received high acclaim internationally.  
Sources and Messengers for Academic Community Target Audience 
• Liat Gafni-Lachter, OTD, OTR/L is a lecturer at BU, former Assistant 
Professor at Saginaw Valley State University, researcher, published writer, and 
pediatric practitioner. Her areas of professional interest include family-centered 
care, education, and interprofessional collaboration. Dr. Gafni-Lachter has been 
intimately involved in the development of the GOAL and has proven an 
unwavering mentor to its author. Currently living in Haifa, Israel, Dr. Gafni-
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Lachter is extensively involved in presenting her work in worldwide locations. 
She is an exemplary spokesperson for the GOAL and its benefits to support 
family-centered goal setting in a pediatric setting.  
• Wendy Coster, PhD, OT, OTR, FAOTA is a professor and Chair of the 
Department of Occupational Therapy at BU’s Sargent College of Rehabilitation 
Sciences. Dr. Coster’s work in clinical outcome-measure development is known 
worldwide, and her tools are widely used in institutions and academic settings. 
Additionally, her extensive experience and knowledge of pediatric rehabilitation 
will prove her a highly reputable spokesperson for the GOAL and will 
significantly leverage its reach. 
Dissemination Activities 
A variety of dissemination activities will be undertaken to increase reach 
opportunities to primary and secondary target audiences. The priority level will be based 
on the appropriateness and relevance of content and the timing of the activity with the 
GOAL development phase. The GOAL dissemination activities are shown in Table 3. 
Budget for Dissemination Activities 
The budget for dissemination activities will vary depending on the activity type. 
Publication (written and audio) efforts will not have associated costs to consider. 
However, conference speaker opportunities will certainly involve travel costs and fees. 
The budget for dissemination activities is shown in Table 4. 
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Table 3. GOAL Dissemination Activities 
Activity Priority Timing Responsibility 
Written information    
Journal article: American 
Journal of Occupational 
Therapy 
High Submit results within 6 
months after completion 
of pilot study 
Author 
Journal article: Occupational 
Therapy International 
High Submit results within 6 
months after completion 
of pilot study 
Author 
Magazine article: OT 
Practice  
Medium Submit results within 12 
months after completion 
of pilot study 
Author 
Electronic Media 
Podcast: “Child-hab 
chronicles: Stories of rehab 
and recovery after pediatric 
brain injury”  
(by developer of the GOAL 
for Pediatric Rehab) 
Medium First episodes developed 
12-18 months after 
completion of pilot study 
Author 
Person-to-Person Contact 
Continuing education 
course: “Shared GOAL 
setting for occupational 
therapists in a pediatric 
rehabilitation setting 
Medium Develop course after 
Phase 3, once the GOAL 
tool has been more fully 
developed and 
substantiated 
Author 
OOTA Conference Medium Present at first conference 
after results of pilot study 
have concluded 
Author 
AOTA Conference (2019) High Present preliminary 
information (results of 
literature review, 
explanatory model, 
strategies, etc.) during 
Phase 1 and early Phase 2  
Author 
(entry 
submitted for 
2018 
conference) 
AOTA Conference (TBD) High Present at first conference 
after results of pilot study 
have concluded 
Author 
ACRM Conference High Present at first conference 
after results of pilot study 
have concluded 
Author 
WFOT Conference High Present at first conference 
after results of pilot study 
have concluded 
Author 
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Table 4. Dissemination Activity Budget 
Dissemination activity Target 
audience(s)a 
Cost Participant 
Journal article: American 
Journal of Occupational 
Therapy 
Primary 
Secondary 
Assumes $40/hour for 50 hours 
occupational therapists time 
Write, submit, edit 
manuscript: $2,000 
(Actual $0: covered by author’s 
salary) 
Author 
(Author may ask for a 
contribution from 
Dr. Gafni-Lachter or 
Dr. Coster for increased 
credibility) 
Journal article: 
Occupational Therapy 
International Journal 
Article 
Primary 
Secondary 
Assumes $40/hour for 50 hours 
occupational therapists time 
Write, submit, edit 
manuscript: $2,000 
(Actual $0: covered by author’s 
salary) 
Author 
(author may ask for a 
contribution from 
Dr. Gafni-Lachter or 
Dr. Coster for increased 
credibility) 
Magazine article:  
OT Practice 
(Article submission on the 
GOAL and on the Child-
hab chronicles) 
Primary 
Secondary 
Assumes $40/hour for 10 hours 
occupational therapists time 
Write, submit, edit 
manuscript: $400 
(Actual $0: covered by author’s 
salary) 
Author 
(author may ask for a 
contribution from 
Dr. Gafni-Lachter or 
Dr. Reder for increased 
credibility/perspective on 
application at CCHMC) 
Podcast: 
“Child-hab chronicles: 
Stories of rehab and 
recovery after pediatric 
brain injury 
(by developer of the 
GOAL in Pediatric Rehab) 
Primary 
Secondary 
(coursework 
content) 
Assumes $40/hour for 30 hours 
occupational therapists time 
Write, submit, edit 
manuscript: $1,200 
(Actual $0: covered by author’s 
salary)) 
Author 
(author will pursue invited 
guests to share their 
experiences, etc.) 
Instructor: “GOAL setting 
for occupational therapists 
in a pediatric 
rehabilitation setting” 
Primary and 
Secondary 
Assuming $40/hour for 20 hours 
of occupational therapist’s time to 
write the course curriculum, etc.: 
$800 
(Actual $0 actual—covered by 
author’s salary)  
Author 
Presenter: AOTA 
Conference (2018) 
Primary 
Secondary 
Estimated fees: 
• Airfare: $500 
• Conference: $1,000  
• Hotel: $1,000 
Subtotal: $2,500 
Author 
Dr. Gafni-Lachter as 
contributing author 
Presenter: AOTA 
Conference (2019) 
Primary 
Secondary 
Estimated fees: 
• Airfare: $500 
• Conference: $1,000  
• Hotel: $1,000 
Subtotal: $2,500 
Author 
To approach Dr. Gafni-
Lachter as contributing 
author (or co-presenter) 
Presenter: ACRM 
Conference (date TBD, 
dependent on timing of 
submission deadline and 
testing results) 
Secondary Estimated fees: 
• Airfare: $500 
• Conference: $1,000 
• Hotel: 1,000 
Subtotal: $2,500 
 
Author 
To approach Dr. Gafni-
Lachter as contributing 
author  
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Presenter: WFOT 
Conference (2022) 
Primary 
Secondary 
Estimated fees: 
• Airfare: $1200 
• Conference: $1500 
• Hotel: 1,000 
Subtotal: $3,700 
Author 
To approach Dr. Gafni-
Lachter as contributing 
author (or co-presenter) 
Total cost for GOAL dissemination 
activities:  
$11,200  
Note.. aPrimary audience = pediatric neurorehabilitation occupational therapists and 
administrators; secondary audience = members of the academic community 
 
Evaluation of Dissemination Activities 
Success of the planned dissemination efforts will be determined via a variety of 
means, depending on the activity. Journal and magazine article submissions will be 
deemed successful via the acceptance and publication of its content. Assessment of 
podcast development and production initiatives will be determined via high ratings (4 and 
5) and subscribership results. The continuing education course will be assessed by 
examining the number of participants who register for the course, as well as by their 
responses to post-course surveys. Conference activities will be appraised by acceptance 
of each submission, number of audience members, and presenter evaluation results. 
From there, requests for speaker opportunities, content and author contributions, 
research participation, and other such activities will indicate effective reach and 
increasing credibility of experience and knowledge in the field. 
Conclusion 
The primary audiences for GOAL tool development, use, and testing information 
will be pediatric neurorehabilitation occupational therapists and administers, as well as 
members of the academic community. It will be essential to distribute results of GOAL 
efforts via a variety of academic and industry channels, including regional, national, and 
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international research publications and conferences. To more fully represent the personal, 
qualitative experiences behind the GOAL and its use, podcast and industry magazine 
publication media will be ideal resources. Additional dissemination activities, including 
partnership and collaboration with professionals from other institutions, will be 
considered and developed with the ongoing evolution of the GOAL and its boundless 
potential. 
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CHAPTER 7: CONCLUSION 
I enjoy working with children with ABI because I truly appreciate partnering with 
families to help facilitate their children's recovery processes. From a clinical standpoint, 
the often-rapid changes the children make are professionally stimulating to witness, 
making the goal-setting process a dynamic and ever-changing component of care. 
Unfortunately, setting goals with these families is unique and challenging because the 
families’ ultimate goal is often strictly to have their children back—as the children were 
the moment before the accident or injury occurred. This creates emotionally charged 
undertones to a process that essentially places focus on the children’s newly acquired 
functional deficits. 
A few years ago, around the time I was considering pursuing a doctoral degree in 
OT, I interviewed the mother of a child with an ABI for a presentation on goal setting for 
caregivers of children with ABI. She described a scenario that, for me, was quite 
impactful. In a session to discuss goals for her son, an occupational therapist asked her to 
come up with five or six functional goals and then rank them in order of importance. The 
process overwhelmed her. She was concerned that if she did not prioritize certain goals 
high enough, or if she had too many goals, then those goals might be taken “off the table” 
for her son. He had numerous—perhaps infinite —skills she wanted him to re-acquire, 
and choosing just a few and then prioritizing them were tasks too daunting for her to 
conceptualize.  
What if, during that session, the occupational therapist had sat with that mother 
and shown her a guide? What if that guiding tool visually represented the various OT 
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intervention components that could be addressed with her and her son—including 
education on multiple topics such as the role of OT or the OT plan of care? What if that 
mother had the opportunity to tell the occupational therapist about her son’s qualities and 
interests and reflect them on the guide to highlight his uniqueness and set a tone that, 
despite the therapist's knowledge of the rehabilitation process, the mother was the true 
expert on her son? What if she could inform the therapist whether she felt ready to make 
choices about goals for her child at that time? If she felt ready, what if she were able to 
choose where to begin, based on the tool’s guidance? What if the therapist presented the 
visual guide at the end of each OT session to ensure the mother felt comfortable with the 
direction her son’s care was taking and to ensure it reflected the areas of care they were 
addressing? 
The GOAL in Pediatric Rehabilitation was designed to address the unique needs 
of caregivers such as that mother—caregivers of children with ABI during the often 
emotionally laden and uncertain goal-setting OT process the first year post-injury. The 
GOAL fills a crucial void in current OT practice and allows more effective caregiver–
clinician collaboration to determine foundational goals to guide, ultimately, the plan of 
care. The GOAL will provide clinicians with a tool to gauge caregivers’ level of 
readiness for participating in discussions sensitively around their newly injured children’s 
function and rehabilitation. Additionally, the GOAL will capture outcome information 
around caregiver satisfaction with goal setting, giving the clinician an opportunity to 
make adjustments in education, communication strategies, and other techniques to ensure 
a more collaborative and, presumably, effective approach. 
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The current GOAL version, to be further developed and explored, reflects 
neurorehabilitation-related activities of daily living and instrumental activities of daily 
living appropriate for children who are school-aged and older. After further testing and 
understanding regarding the GOAL’s effectiveness and usefulness in a rehabilitation 
setting, there is potential to explore development of different versions for other age 
groups, in order to capture each developmental phase’s distinct characteristics and related 
function levels. For example, a Birth–3 year version would be a likely additional version 
to consider, knowing that these children are more dependent for many skills but also are 
quickly developing a variety of skills important to address and potentially examine in OT. 
With that in mind, an adolescent-specific version would also be appropriate to consider, 
knowing this age group’s unique developmental needs. 
The GOAL is not a tool limited for use among the CCHMC neurorehabilitation 
settings. Once its usefulness and effectiveness results are gathered and demonstrated 
post-testing, the intention is to use it across pediatric neurorehabilitation settings, both 
inpatient and outpatient, worldwide. Knowing the strong impact of culture on functional 
participation, exploring versions for different cultures and regions is another 
consideration for future application. 
Regardless of age or geography, the GOAL offers a unique opportunity to guide 
caregivers of children with ABI through a potentially complex rehabilitation goal-setting 
process while being mindful of their ability and readiness level to take in the information 
and participate. In general, the GOAL reflects a self-management approach to care, as 
implied by its theoretical base. The Decisional Conflict and Transtheoretical models laid 
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the foundation for the complex decision-making after the traumatic event, as well as the 
stages involved in caregivers demonstrating readiness to absorb the information and take 
action. This is an exciting opportunity to explore the way self-management information is 
documented in pediatric neurorehabilitation settings and determine whether relationships 
with the data captured from the GOAL tool exist.  
As use of the GOAL tool develops, and caregiver and neuro-occupational 
therapist preferences are further understood, there is an opportunity to explore the GOAL 
results with other disciplines with which occupational therapists work closely. For 
example, the tool could help physical therapists, speech language pathologists, social 
workers, physiatrists, nurses, and many other team members understand what caregivers 
are reporting regarding their children’s overall function and their comfort with managing 
it at home and elsewhere. The GOAL provides an opportunity to identify and flag 
additional resources the children or family units needs that are appropriately addressed by 
other clinical providers. 
In general, the GOAL is intended to support caregivers facing one of the most 
vulnerable situations a parent can possibly experience—supporting their child after a 
serious injury that dramatically affected his or her function, independence, and ability to 
participate in life. The child and family unit as a whole are affected and left feeling 
uncertain about the child’s recovery and future. The parents’ ability to feel effective in 
their role as caregivers is disrupted, and their ability to regain a sense of empowerment 
can often be compromised, particularly during the first year after an injury. Working with 
healthcare providers during this process is a double-edged sword: These people will help 
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guide the recovery process, but the caregivers are excited to once again feel comfortable 
caring for their children and regain a sense of normalcy.  
The GOAL is a tool that was developed to facilitate exactly that—increased 
comfort participating in the plan of care, increased understanding of what is happening 
with the child, and increased sense of competence in managing the recovery process over 
time. If findings such as those result from the testing and eventual implementation of the 
GOAL, then neuro-occupational therapists also can feel more competent and comfortable 
with the care they are providing. Ultimately, nothing can be more clinically fulfilling than 
knowing a family feels empowered and understood. 
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APPENDIX A: GOAL VISUAL GUIDE 
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APPENDIX B: DRAFT OF THE GOAL CLINICIAN STEP-BY-STEP MANUAL 
 
The Guide for Occupational ALliance (GOAL) in Pediatric Rehabilitation 
Clinician Step-By-Step Guide 
Written by: Beth Warnken, MOT, OTR/L, ATP 
 
The Guide for Occupational ALliance (GOAL) in Pediatric Rehabilitation is a 
shared decision-making and measurement tool designed to facilitate collaborative goal 
setting with caregivers of children with acute acquired brain injury (ABI). The GOAL 
fosters a family-centered approach with this unique population while providing education 
about the rehabilitation process and facilitating discussion around caregiver preferences. 
Additionally, the GOAL gathers helpful outcome data on the caregivers’ comfort and 
satisfaction levels with the goal-setting process in order to gauge change over time. 
 
During your GOAL session, you will need the following items: 
• This Clinician Step-by-Step Guide 
• The GOAL visual map (Appendix A) 
• Red, yellow, and green GOAL ID tokens (to be given to the caregiver) 
• Blue GOAL ID tokens (to be placed on the map by the clinician) 
• Pen or pencil 
• Quiet area to conduct a focused session 
 
Preparation: 
“This tool, called the 'GOAL,' is a step-by-step guide to help caregivers and 
clinicians create goals for your child in occupational therapy (OT). This will take a 
portion, or all, of our session today, but the time spent partnering in setting goals will 
help our plan move forward in OT. You are the expert on your child. I have experience in 
rehabilitation and knowledge about your child’s injury. Let’s work together now to see 
how we will begin to focus our time. We can make changes to this plan regularly, 
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because your child’s recovery will be an ongoing process. Do you have any questions 
before we get started?” 
 
Step 1: Determine the caregiver’s comfort level regarding goal setting  
“First, let’s talk about how comfortable you feel with setting goals for your 
child’s occupational therapy treatment.” 
“On a scale from 1-10, how comfortable do you feel about setting goals for your 
child in OT?” 
 
Step 2: Complete the “Help Us Learn About Your Child” and “Places Where the 
Child Goes” sections 
“Next, I’d like to learn a bit more about your daughter/son. Do you know what 
seems to motivate her/him right now? What about before her/his injury?” 
“How does she/he do with new people?” 
“What do you want us to make sure we do when we work with her/him?” 
“What do you want us to make sure we don’t do when we work with her/him?” 
“Before your child was hospitalized, what were the most common places where 
your child spent time—at home, school, other family members’ homes, friends’ homes, 
places in the community? Other places?”  
If now out of the hospital, also ask: “Since your child has been home from the 
hospital, what are the most common places where your child spends time—at home, 
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school, other family members’ homes, friends’ homes, places in the community? Other 
places?” 
 
Step 3: Complete the “Help us Learn about How You Learn” section 
“Next, I’d like to talk about how you learn. We all have different ways we like to 
learn. For example, some of us prefer visual information, while others would rather have 
a discussion. Let’s talk about your preferences and the preferences of your child and 
others in your family who will be involved in your child’s care.” 
“How do you learn best? Pictures/videos, written information, discussion, a 
combination? Not sure?” 
“How does your child learn best? Pictures/videos, written information, 
discussion, a combination? Not sure?” 
Repeat the questions for each caregiver who may be involved with the child’s 
care.  
 
Step 4:  Using the GOAL to set goals for OT 
“Now, let’s use the GOAL to take a look at the different areas we can work on in 
occupational therapy.” Begin by reading the goal areas (shown on the guide in a circular 
format, in a clockwise direction on the GOAL visual guide). Start with “Understanding 
my child’s injury and the care he/she is receiving.” After reading each item, ask if the 
caregiver has any questions about the different areas. 
“Now that we have discussed the different areas where we could begin with OT 
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treatment, I would like you to use these tokens and place them next to the goals that are 
important to you right now.” 
“Green is for goal areas that are important to work on right now. 
“Yellow is for goals that are somewhat important right now. 
“Red is for identifying goals that are important to you and the child, but not right 
now. 
“Once you have placed your tokens, I may also place a few additional tokens in 
blue next to areas that were not identified but that would be helpful for us to address in 
OT, based on your child’s current rehabilitation needs.” 
(For example, the caregivers do not highlight “Moving,” but the child neglects his 
or her right arm and this is a newer functional deficit. The occupational therapist may 
place a blue sticker next to the “Moving” section and explain that upper extremity 
movement will be helpful to address as a component of the child becoming more 
functional. The caregiver and occupational therapist can then discuss). 
“Do you have any questions about this?” 
 
Step 5: Rating performance of green and blue goals 
“Now that the goal areas have been identified, let’s talk about the ones that are in 
the green and blue sections. We will wait to do this for the yellow and red goals once they 
become more important for your child’s recovery and daily function. I am going to ask 
you to rank your child’s current performance on each of these goals using a 1-to-10 
scale, with 1 indicating the child is unable to perform the task, and 10 indicating they can 
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perform the task without any issue or similarly to how they performed it before their 
injury.” 
Ask the caregiver to rate each green and blue goal on performance. 
 
Step 6: Gauging the caregivers’ satisfaction with the goals set 
“We have identified a list of goals to guide our plan in OT. Using the same 1-to-
10 scale, how satisfied are you with the goals we set today?” 
 
“Do you have any additional questions before we conclude our GOAL 
discussion?” 
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EXECUTIVE SUMMARY 
Introduction 
Occupational therapy service provision during the first year after a child 
experiences an acquired brain injury (ABI) focuses on maximizing the child’s recovery 
and ensuring the functional needs of the child and, in turn, the family, are met. The 
child’s caregivers, the true experts on the child, are suddenly placed in the heart-rending 
position of uncertainty regarding how to proceed with the child’s care (An & Palisano, 
2014; Brewer et al., 2014; Cole et al., 2009; Kirk et al., 2014; Kreutzer et al., 2010; 
Moore et al., 2015; Playford et al., 2009; Rodger et al., 2012) and look to the healthcare 
service providers for ongoing guidance (Plant et al., 2016; Playford et al., 2009, Rodger 
et al., 2012). The occupational therapist is responsible for partnering with the child’s 
caregivers to collaboratively establish a timely goal-oriented plan of care for the child. To 
develop the goals for care provision, the occupational therapist must take into account the 
family’s need for information and guidance, their unique vulnerability and ability to 
adapt to their child’s change in functional status and newfound daily needs, and the 
importance of empowering and supporting the caregivers in the process. The plan of care, 
created through goal setting, is the foundation for the development and provision of OT 
services.  
As straightforward as the goal-setting process may seem, these discussions are 
often emotionally charged after a child has AN ABI (Kreutzer et al., 2010). In addition to 
emotions around the child’s injury, caregivers often experience gaps in education, 
feelings of decreased competence, and decreased understanding of the recovery process. 
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All of these factors, as well as additional considerations unique to each child and family 
experience, can make developing goals a challenge for caregivers and service providers 
alike. Although a number of goal-setting mechanisms exist, they currently lack an option 
that is sensitive to the unique needs of families and caregivers in a neurorehabilitation 
setting, gauges caregiver readiness for information and planning, provides education, and 
simultaneously facilitates collaboration.  
The aim of this project was to determine a method for goal setting in a pediatric 
rehabilitation setting that supports the unique needs of caregivers of a child with an 
acquired ABI, along with those of the neurorehabilitation occupational therapist. 
Literature Review 
A robust theoretical foundation was necessary to understand the problem and 
substantiate the need for a more relevant solution. The Transtheoretical (Prochaska & 
DiClemente, 1983) and the Decisional Conflict (LeBlanc et al., 2009; Légaré et al., 2012) 
Models were used as theoretical “lenses” by which the problem was explored and 
understood. The Transtheoretical Model is useful to comprehend how changing behavior 
and committing to a lengthy rehabilitation regimen is a difficult and lengthy process. 
When the process is intensified by unknowns about the child’s injury, outcomes, and 
future, it can be a daunting. Additionally, the Decisional Conflict Model is a key 
component to addressing the psychological strain on the parents that comes with decision 
making and addressing the new reality regarding the newly injured child’s functional 
goals. An explanatory model was developed to highlight the relationships among 
contributing factors. A thorough review of evidence literature was conducted and 
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synthesized to support the role of each construct in the explanatory model. The model 
depicts the need for goals in OT to provide the foundation of intervention that, ultimately, 
supports the needs of the caregivers and, in turn, the child with the brain injury. 
Existing solutions for goal setting with caregivers in a pediatric rehabilitation 
setting were thoroughly reviewed. Specifically, the area of shared decision making in 
healthcare through the use of decision aids was explored. Decision aids highlight the 
types of choices to be addressed in treatment in a customized manner tailored to the 
individual’s specific values. They provide information that outlines, for example, the 
patient’s diagnosis, illness, condition, and corresponding available choices based on the 
situation. The tools explicitly highlight options for treatment and provide information 
regarding benefits and disadvantages of various clinical approaches. Different from 
education materials, decision aids are intended to actively engage the patient in the 
decision-making process related to the plan of care (Stacey et al., 2017). 
Project Overview 
The Guide for Occupational ALliance (GOAL) in Pediatric Rehabilitation is the 
first shared decision-making and measurement tool designed to facilitate collaborative 
goal setting with caregivers of children with ABI. It fosters a family-centered approach 
with this unique population while providing education about the rehabilitation process 
and facilitating discussion around caregiver preferences. Additionally, the GOAL gathers 
helpful outcome data on the caregivers’ comfort and satisfaction with the goal-setting 
process in order to gauge change over time. The GOAL is an evidence-based tool 
developed to meet the unique needs of caregivers of children with ABI (Plant et al., 2016; 
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Playford et al., 2009; Rodger et al, 2012). Additionally, the GOAL reflects the strong 
literature support of best practices in the use of decision aids during goal setting and care 
planning (Stacey et al., 2017). This tool is intended to empower parents in the early 
transitional phase of neurorehabilitation to participate in the process of setting 
meaningful goals for their child’s rehabilitation, when and how they report readiness to 
do so.  
The GOAL contains two components: a visual decision-making guide 
(Appendix A) that illustrates pediatric rehabilitation-based areas of function and 
education commonly addressed in OT and a user manual (Appendix B) that outlines the 
process in an approachable manner for the neurorehabilitation occupational therapist. 
Through use of the GOAL, caregivers of children with an ABI will have an opportunity 
to engage in the goal-development process at their level of comfort by receiving 
education and gaining an increased understanding of the OT and functional areas of 
focus, as well as the skills and body structures involved. The GOAL incorporates a 
segment wherein the family discusses and records what they know about their child pre- 
and post-injury, including the interests, preferences, and motivations, as well as other 
details that can help clinicians understand their clients on a more holistic level. 
Additionally, this ability for family members to offer their expertise about the children 
can help empower them during initial discussions about the crucial insights they have to 
offer to enhance treatment.  
The GOAL was constructed with not only caregiver needs in mind, but also the 
essential aim of empowering clinicians. The clinician’s manual for the GOAL contains 
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evidence, theory, and practical guidelines to ensure the GOAL is administered in a 
collaborative, family-centered manner. The tool allows clinicians to present their 
knowledge of recovery from brain injury and the provision of OT treatment specifically 
for this population clearly and concisely. It can then be used to engage the patient and 
family based on their comfort with participating in the process. Throughout its use, the 
clinician can gauge what decisions the family members feel ready to address. If the 
caregivers initially show low levels of readiness, then the clinicians can use the decision 
aid to provide essential education and help families receive the crucial knowledge the 
evidence states they so eagerly seek. Additionally, clinicians can use the decision aid to 
more efficiently guide early service provision while keeping lines of communication 
open for the children and their families.  
Plan Implementation 
The GOAL implementation will be an extensive process that involves gathering 
crucial insights, testing the tool, and disseminating the findings to relevant audiences. 
Evaluation is essential to ensure the tool’s effectiveness and administration, as well as to 
understand participant insights regarding its use. It will be evaluated through three 
phases: Phase 1 will be dedicated to the needs-assessment process, collecting caregiver 
and clinician input through one-on-one interviews. Additionally, this phase will 
incorporate an evaluability assessment involving CCHMC OT/PT Department 
stakeholders to develop a sense of buy-in from the author’s sponsoring institution and its 
decision makers about eventual plan implementation. Phase 2 will consist of pilot testing 
the GOAL during service provision to explore its effectiveness, content relevance, 
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validity, and benefits. Finally, Phase 3 will involve implementation of an in-depth, 
repeated measure-outcomes study to increase understanding of its reliability, validity, and 
effectiveness.   
Dissemination efforts for the GOAL will be varied, thorough, and focused on two 
target audiences. The primary audience is pediatric occupational therapists and 
administrators who work in neurorehabilitation clinical settings or make purchase 
decisions regarding rigorous tools for use with this population. The secondary audience is 
the academic community whose members are responsible for educating future clinicians 
and researchers regarding psychometrically rigorous options available for use in practice. 
Initiatives to disseminate information will involve publishing articles in relevant national 
and international journals and developing a continuing education course focusing on 
shared goal setting in a pediatric rehabilitation setting, as well as live discussion and 
education opportunities at national and international conferences. 
Conclusion 
The GOAL in Pediatric Rehabilitation is a critically needed shared decision-
making and outcomes tool that aims to enhance the experience of caregivers of children 
with ABI as well as of the occupational therapists who serve them. The GOAL’s 
evidence- and theory-based objective is for clinicians and families to guide discussions 
together around the child’s function, the child’s recovery, and the family’s feelings of 
competence around the process. A plan to examine the GOAL’s impact with this 
population has been developed, and methods to disseminate the information clearly 
delineated. It is essential that OT care meets the perceived needs of the clients and their 
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families. The GOAL is a tool that represents a desire to collaborate, measure progress, 
and provide ongoing support to caregivers during a vulnerable and difficult rehabilitation 
process. It provides an exciting and relevant opportunity to use a unique tool that 
enhances collaboration with caregivers of children with ABI and their OT service 
providers for optimal outcomes. 
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The Guide for Occupational 
ALliance (GOAL) 
in Pediatric Rehabilitation 
 
Beth Warnken, MOT, OTR/L, ATP, OTD Candidate 
 Problem:  
     Although a number of goal-setting mechanisms exist, currently no tool is sensitive to the unique 
needs of families and caregivers in a pediatric neurorehabilitation setting. There is a need for an 
option that gauges caregiver readiness for information and planning, provides education, and 
simultaneously facilitates caregiver-provider collaboration. 
 
Goal Setting Needs Post-Acquired Brain Injury (ABI): 
Ø Caregivers	want	information	and	guidance,	as	well	as	someone	with	experience	to	help	facilitate	service	provision	(Kreutzer	et	al.,	2010;	Plant	et	al.,	2016;	Playford	et	al.,	2009).	
Ø Clinicians	want	means	to	facilitate	rapport	and	trust	in	a	way	that	is	sensitive	to	the	family’s	needs	post-injury	(Thompson,	2007).	
 
 
 
 
 
FUNCTIONAL OT GOALS 
The OT’s Experience 
• Timely plan needed to address family adaptation/child’s functional needs. 
• Families often not “ready” to engage in plan development 
• Important goal-setting process is client driven and based on family’s needs 
• Difficult to identify needs with caregivers who are feeling uncertain 
• Decreased time available for goal setting discussions 
 
No tool appropriately  
guides the unique goal-setting 
process for caregivers of 
children with ABI 
 
The Caregiver’s Experience 
• Lack of competence with managing child’s condition 
• Lack of education about diagnosis and recovery process 
• Lack of understanding of OT plan of care 
• Not ready to participate in goal development/unsure where to begin 
The Child with 
an ABI 
Goal setting in OT during the first year of pediatric rehabilitation 
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Solution: 
The Guide for Occupational ALliance (GOAL) in Pediatric Rehabilitation is a shared 
decision-making and measurement tool designed to facilitate collaborative goal setting with 
caregivers of children with ABI. 
• Fosters a family-centered approach while providing education about the 
rehabilitation process and facilitating discussion around caregiver preferences. 
• Gathers helpful outcome data on the caregivers’ comfort and satisfaction levels 
with the goal-setting process in order to gauge change over time.  
• Reflects the strong literature support of best practices in the use of decision aids 
during goal setting and care planning.  
• Intends to empower parents in the early transitional phase of 
neurorehabilitation to participate in the process of setting meaningful goals for 
their child’s rehabilitation as they report readiness to do so.  
 
 The GOAL tool consists of two Main Components:  
GOAL Visual Decision-Making 
Guide 
GOAL Clinician  
Step-by-Step 
Manual 
Caregiver 
Competence,  
Unity of Care 
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